AUTISM COMMISSION – SUMMARY OF KEY ISSUES/RECOMMENDATIONS/ACTION STEPS

ISSUE 1:
OUTREACH 

There are delays in identifying children from minority & non-English speaking populations and less privileged backgrounds 

	RECOMMENDATIONS TO DEVELOP MORE EFFECTIVE OUTREACH STRATEGIES
	COMMENTS/ACTION STEPS

	Expand the scope of the eleven existing multi-cultural and linguistic centers to increase outreach efforts to underserved populations
	

	Develop strategies to increase public awareness and parent education so as to improve access to early screening.  
	

	Support the work of the Act Early project (a national initiative which educates pediatricians on early identification of children with ASD spectrum disorders & provides trainings, marketing materials and outreach to minorities. A pilot project in Boston will have screening materials in Spanish, Vietnamese, Haitian-Creole, and Chinese)
	


ISSUE 2:
 PHYSICIAN AWARENESS/EDUCATION
· Medical professionals are frequently not adequately trained to accurately recognize the signs of ASD

· There is a shortage of qualified diagnosticians to meet the demand; this leads to a delay in access to therapeutic and rehabilitative services particularly for evaluation and diagnosis beyond the early years.

· Information from support organizations indicates that there is frequently a delay in diagnosing high functioning individuals on the spectrum.
· Personnel in Emergency rooms are frequently not adequately trained to treat children and adults with ASD who are experiencing a behavioral health crisis

	RECOMMENDATIONS TO IMPROVE PHYSICIAN AWARENESS/EDUCATION
	COMMENTS/ACTION STEPS

	Provide more standardized guidelines to pediatricians about diagnosis and referral
	

	Work with physician workforce development to educate physicians about ASD population
	

	Support the development of physician outreach and training in order to provide more information to private practitioners
	


ISSUE 3:
 INFORMATION & REFERRAL 

· Lack of cohesive, up-to-date and easy to access information available to families with children diagnosed with ASD

· Families don’t have access to “one stop shopping” for information & referral.
· Diagnosticians don’t always have access to reliable information to offer parents & individuals receiving a diagnosis 

· Information on eligibility, transition supports and services is not easily accessible & there is no integrated cross-agency approach. 
· Since ASD services are “siloed” in several state agencies, it is hard to obtain objective and comprehensive information about services and supports; this particularly impacts the family at times of transition. 
	RECOMMENDATIONS TO IMPROVE INFORMATION & REFERRAL SERVICES
	COMMENTS/ACTION STEPS

	Evaluate whether it would make sense to form a partnership between the ASD Consortium and the ASD Resource Centers to improve I & R across the state to unify resources provide up-to-date supports 
	

	Develop a centralized resource database that provides clear & accessible information so that families are fully informed on eligibility criteria for services and available services & supports.
	

	Improve and unify existing sources of information to develop a map for families on what services are available for every transition phase and identify the agencies.
	

	Expand the parent education & related supports provided by the ASD Support Centers to provide a venue for parents, educators, and agencies to obtain accurate, consistent & current information about services, providers and state and federal programs
	

	Strategize on ways to improve cross agency coordination and collaboration to improve families’ access to eligibility information and transition supports 
	


ISSUE 4:
ELIGIBILITY CRITERIA 

· Existing eligibility criteria for state services is not always clearly defined and easily accessed. 

· Using IQ as a way to determine eligibility makes it difficult for many adults on the spectrum who have splinter skills to be deemed eligible for DDS services and there are currently no other available supports for them. 

· There is no continuum of services available to individuals with ASD. Disparities in definitions of the population and eligibility for services complicate the ability to transition from one service system to the other since individuals who may be eligible for service in their early years, may not meet the criteria for the next step services, particularly adult services.
	RECOMMENDATIONS re. ELIGIBILITY CRITERIA


	COMMENTS/ACTION STEPS

	There is a need to clarify and better define the population that should be served by publicly funded programs.
	

	Develop a document that compares eligibility for all state agency services including clarification on MassHealth eligibility and “spend down” information.   
	

	Evaluate whether IQ should be the deciding factor for eligibility for DDS services for this population. 
	

	Evaluate whether the DDS ASD Division should be expanded to include all individuals with an ASD.
	

	If eligibility is expanded, determine what agency would serve higher functioning individuals and what services would be provided
	

	Since individuals with ASD’s all function at different levels and will require varying degrees of care, it is critical to consider function over IQ when providing services to this population.
	

	Develop a strategy to resolve how individuals with ASD who have a co-morbid mental health ISSUE can be eligible for services from DMH or another state agency. 
	


ISSUE 5:
SINGLE POINT OF ENTRY 
· There is no “single point of entry” for eligibility determination; multiple points of entry lead to duplication of effort, dissemination of inconsistent information and resultant confusion on the part of families.

	RECOMMENDATIONS re. SINGLE POINT OF ENTRY 


	COMMENTS/ACTION STEPS

	There is a need for a single point of entry with expertise in the area of ASD that provides information, referral and case management 
	

	Develop a single point of entry approach that is available across the lifespan because not all individuals will receive or seek services as children.
	

	Evaluate the merits and feasibility of having one single agency dedicated to serving individuals with ASD
	


ISSUE 6: 
DATA & INFORMATION SYSTEMS 

· Each state agency defines the population to be served under the definition of ASD differently and this makes it difficult to track data on this population in a consistent manner across service systems.

· There is a need for unduplicated data on this population from both DESE & EOHHS agencies 

· The inability for state agencies to share client data compromises and at times impedes coordination between service systems & the smooth transition to next step services. 

· There is a need for more data on individuals on the spectrum who are pursuing education or training beyond high school.
	RECOMMENDATIONS FOR IMPROVEMENT OF 

DATA & INFORMATION SYSTEMS 
	COMMENTS/ACTION STEPS

	Determine an age cohort and identical criteria for whom each agency would collect data, e.g. all 18 year olds with a diagnosis on the spectrum & differentiate each of the specific diagnoses that make up the spectrum
	

	Establish uniform data collection systems for state agencies which serve adults with ASD. Collect data by age, language, ethnicity and functional capacity for those applying for services, those denied services, those denied services who prevailed on appeal and those who qualify for services but are on waitlists.
	

	Develop an interagency methodology to come to clinical agreement on the identification of the criteria for different service populations in order to consistently define and identify the target ASD population so that reliable population estimates for can be achieved.  
	

	Develop a strategy to collect accurate data on the number of individuals with ASD who are currently enrolled in public community colleges.  
	

	Interagency Memoranda of Understanding and/or legislation should be developed to allow for the transfer of child data between agencies to ensure that children are receiving coordinated, comprehensive services & to facilitate effective transitions 
	


ISSUE 7: 
SERVICE COORDINATION 
· There are frequent reports of a disconnect between EI services and early childhood education 

· There is a lack of coordination between state agencies who serve the same child and family; this causes frequent confusion and duplication of effort for families 

· Transitions to next step services are not seamless and there is a lack of coordination between multiple state-funded services a family may receive and the services provided by LEAs.  

· There are frequent reports of service fragmentation & a lack of meaningful coordination between school services, state agency services & wrap around supports 

	RECOMMENDATIONS FOR IMPROVED

 SERVICE COORDINATION  
	COMMENTS/ACTION STEPS

	A comprehensive care model would make it easier to navigate the system of services
	

	Create a cross-departmental state agency that will provide case management services across the lifespan and spectrum. 
	

	The transition agreement between EI and early childhood education should be updated and enforced
	

	There needs to be improved transition coordination and seamless access to next step services for those who are eligible so that the service gap is reduced
	

	Policies should be developed that establish appropriate confidentiality guidelines so that state children’s service agencies can share case information when appropriate to facilitate service coordination 
	

	Best practices that enhance coordination & linkage of behavioral support approaches between school and home need to be promoted 
	

	Develop strategies for increased collaboration between schools and private agencies that work with individuals on the ASD spectrum 
	


ISSUE 8: 
FAMILY & COMMUNITY SUPPORTS
· There are not enough in-home supports available to families beyond EI. 

· There are not adequate options for after school activities for this population

· Family supports should also include family training 
· There are not adequate respite services & other supports for families and caregivers. 

· Law enforcement agencies and first responders need more training on how to deal with individuals with ASD in times of crisis
	RECOMMENDATIONS FOR IMPROVED FAMILY & COMMUNITY SUPPORTS
	COMMENTS/ACTION STEPS

	Expand services that support families so that they are  fully informed in the decision-making process 
	

	Develop best practices to enhance coordination & linkage of behavioral support approaches that link school and home 
	

	Advocate to expand the DESE/DDS Family Support Program 
	

	Ensure adequate and flexible family supports for families with adult ASD members living at home.
	

	Examine mission of Regional Autism Support Centers and the ASD Consortium at teaching hospitals to assess potential areas for collaboration
	

	Develop strategies to improve the consistency and availability of services across communities and school districts
	

	Develop programs for training of first responders and law enforcement agencies 
	


ISSUE 9: 
TRANSITION SERVICES 
· There is not enough information on transition and related training and support provided for families, caregivers & young adults with ASD.  

· School personnel are not adequately trained to support transitions to adult services or to support preparation for independent community living. 

· From early childhood to transitions from school to adult supports, families are not receiving adequate information to support transitions to next step services 
· Transitions are hindered by poor coordination between schools and state agencies 

· The current fragmentation and “siloing” of services along with the disparity in eligibility criteria contributes to transitional stress for families and individuals with ASD.

	RECOMMENDATIONS FOR IMPROVED TRANSITION SERVICES 
	COMMENTS/ACTION STEPS

	There needs to be meaningful coordination between schools & state and private agencies to support the development of independent living skills & vocational exploration 
	

	There is a need to explore how DESE & Higher Education could work with MRC to provide more appropriate vocational rehabilitation & independent living services to this population.
	

	Schools need to develop programs that will assist students with ASD develop skills that will support transition from school into life in the community 
	

	Appropriate programs need to be developed to support young adults with high functioning autism and Aspergers so that they can explore adult community living and employment options
	

	Transition services should be extended beyond the age of 22 so that there are supports available to individuals who want to pursue higher education and/or other training beyond high school.
	


ISSUE 10: 
ADULT SERVICES 
· Eligibility for adult service agencies for individuals with ASD is limited and existing adult services & supports are not adequately funded for this population 
· Many individuals fall between the cracks because they have splinter skills and significant needs for support yet do not currently meet the criteria for adult agency eligibility.  
·  Other states provide expanded services through Medicaid waiver programs and this has not been investigated for this state

· It is difficult for individuals with ASD who have co-occurring mental health issues to access needed services 

· There are inadequate employment training and job opportunities for people with ASD.

· There is limited access to augmentative communication approaches and other assistive technologies 

· There is a lack of adequate public transportation supports and housing for this population.

	RECOMMENDATIONS FOR IMPROVED SERVICES 
	COMMENTS/ACTION STEPS

	Analyze the feasibility & potential impact of the providing additional Medicaid waiver programs for this population
	

	More services need to be provided for individuals with ASD who have co-occurring mental disorders 
	

	Strategies need to be developed to support individuals as they age.
	

	Strategies and programs need to be developed to increase access to and training in augmentative communication services & devices 
	

	Innovative models to support successful placement of individuals with ASD in employment settings need to be developed. 
	

	Investigate the potential for expanding Day Hab and AFC so that individuals who have significant limitations in adaptive & functional abilities could have day programming that meets their needs for therapy and behavior management supports and 24/7 residential support that also provided appropriate behavioral management supports
	

	Create a wide range of housing supports/alternatives for those ASD adults with intensive needs and those with minimal needs.
	

	Develop a collaboration between DESE, MRC and Higher Ed to develop a continuum of appropriate vocational rehabilitation & independent living supports for individuals with ASD
	


ISSUE 10: 
ADULT SERVICES (continued) 

	RECOMMENDATIONS FOR IMPROVED SERVICES
	COMMENTS/ACTION STEPS

	Investigate how the Community College system can fill some of the education & training gaps for those who are on the higher end of the spectrum so that they are employable after graduation
	

	Develop strategies to outreach to individuals who are already enrolled in Community College programs to increase access & utilization of existing supports
	


ISSUE 11:
MENTAL HEALTH & BEHAVIORAL HEALTH SERVICES 
· There are not enough trained providers available to provide neuropsychological evaluations and/or mental health services for this population

· At this point in time, there is no state agency that is designated as a lead agency to provide services to individuals with ASD who have co-occurring mental health disorders 

· In many cases, there is an inadequate interface and coordination between medical and educational supports 

· There is a need for behavior supports sensitive to the range of skills across the spectrum 

· There needs to be better information on what mental health & behavioral health services are available for this population, particularly those who are at the higher end of the spectrum and therefore are not eligible for most adult services. 

· There is a need for more information on who can access wrap around services, e.g. the behavioral consultation & extended day home services and how this can be funded. 

· Even though behavioral health services can be offered through the schools, school districts are resistant to providing services to individuals listed in the IEP after school hours.

	RECOMMENDATIONS FOR IMPROVED 
MENTAL HEALTH & BEHAVIORAL HEALTH SERVICES 
	COMMENTS/ACTION STEPS

	Determine which state agency should oversee services and supports for this population
	

	Investigate the potential to provide improved access to behavioral management services and enhanced case management supports for adults on the spectrum through MassHealth state plan services 
	

	Provide more accessible information on what services and providers are available to support the needs of this population 
	

	Provide clear information to families about what services can be provided through schools and which services need to be accessed outside of school 
	

	Best practices that enhance coordination & linkage of behavioral support approaches between school and home need to be promoted
	


ISSUE 12: 
TRAINING/PERSONNEL PREPARATION 
· There is a need for increased cross agency training among state agencies so that the expertise that certain agencies have can be shared with others who deal with individuals on the spectrum. 
· There is a lack of appropriate training for school, medical and allied health personnel so that they understand ASD and appropriate approaches for treating this population. 

· There is a need for more training on transition supports for high school personnel 

· First responders and other community service personnel are not adequately trained in understanding ASD and dealing with children and adults on the spectrum. 

· Health care providers and emergency room personnel are frequently unable to communicate with individuals with ASD. 

	RECOMMENDATIONS FOR IMPROVED 
TRAINING/PERSONNEL PREPARATION
	COMMENTS/ACTION STEPS

	Develop strategies to improve physician training and related personnel preparation for others in the health services field.
	

	Increase cross-agency training & technical assistance efforts so that the state workforce has a better understanding of this population
	

	Expand core competencies for  teachers, mental health workers & other licensed/certified professionals in order to ensure that there is a knowledge of the spectrum & strategies for identifying & dealing with children & adults with ASD 
	

	Work with paraprofessional training programs to develop a program to train people to work as direct support providers for people on the spectrum. 
	

	Implement a formalized statewide community training program for first responders, police, judges and court officials. 
	

	Since many hospitals and doctors’ offices have interpreter services available, it is time to have an ASD interpreter for health care providers at the hospitals and in the emergency wards.  
	

	Develop approaches to increase training for providers regarding ASD Waiver and ARICA in order to increase access to these supports.
	


ISSUE 13: 
THIRD PARTY INSURANCE & MASSHEALTH STATE PLAN BENEFITS
· There will be a need to advocate for continue improvements and enhancements to the ARICA benefits

· Families and individuals are not always clear about what MassHealth benefits they can access  
	RECOMMENDATIONS re. THIRD PARTY INSURANCE & MASSHEALTH STATE PLAN BENEFITS
	COMMENTS/ACTION STEPS

	The Medicaid program should provide a liaison for consumers and providers who have questions about Mass Health/Common Health coverage for children and adults with ASD 
	

	There is a need to continue work with EI to increase coverage for  intensive services needed by children in EI who have ASD 
	

	Investigate ways for individuals & families who do not have private insurance to access ARICA benefits 
	

	Provide guidance for families on the ARICA benefit and how this coverage differs from school-based services that are to be delivered as part of a student’s and not covered by private insurance. 
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